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Dementia and intellectual disabilities

Why the concern about dementia among people with intellectual disabifities? .

“ varyone has to face the prospects
ze Of the Increasing heaith risks that
are assoclated with the expectation of
living longer than ever before.
Increased life expsactancy is the result
of discavetiss that have led to major
improvements In health over the past
several decades. Howsver, with longer
life the risk of dementia Is expected to
show a coresponding Increase In the
general population. Ageing Individuals
with Intellectual disabilities (D), a
condition of lifelong limited intellectual,
sociat and vocational capabllities, are
also lving lenger and healthler lives

' because they share in the same
bensfits of medical discoverles.
Consequently, they are also at
increasad risk of developing dementia.

How many people with
inteliecctual disabilities are
affected by dementia?

Population studies show that the
prevalence of dementla among people
with 1D appears to be ahout the same
as In the general population, which is
about 6% of people aged 66 and older.
Howaver, the prevalence of Alzheimer’s
disease, the most common ¢ause of
dementia, among adults with Down's
syndrome Is about 25% for those who
are 40 years of age and older and
about 65% for those who are 60 years
of age and oldet. Thus, people with
Downr's syndrome are especlally
vulnigrable to developing dementia.
This can be explained by the fact that
people with Down's syndrome have
three coples of the portion of
chromosoms 21 which can contaln a
gene for amyloid precursor protein
(APP). Cverproduction of APP leads to
Its hreakdown in such a way that
amyloid and plaques are formed, and
eventually Alzhelmer’s disease is
manifestad.

How are people with Down’s
syndrome affected
differently by Alzheimer’s
disease?

Although only a fraction of people with
Down’s syndrome show the symptoms
of Alzhelmer’s disease, upon autopsy
nearly all older adults with Down's
syndrome show the braln lesions that
are characteristic of Alzhsimer's
disease. Men and women seem to be
equally affected. The disease lasts on
average for about elght years, with a
range from one to twenty years.
Average age of onset is about 50,
followed by death at an average age of
about 58 years. The natural history of
Alzheimer's disease in peoplo with
Down's syndrome Is similar to that of
paople from the general population
with the notable exception that it starts
about 20 years sooner in people with
Down’s syndrome.

The symptoms of Alzheimer’s disease
show wide differences betwesn paople
with Down’s syndrome. in the sarly
stage of the disease, memory loss is not
always seen, and not all the symptoms
associated with Alzhelmer’s disease will
be recognisable. Generally, changes in
activities of dally fving and work habits
are noticed first. Eplleptic seizures may
occur early or late in the course of the
disease. Cognitive changes are
frequently present but they are difficult to
evaluate because of limitations in the
individual’s language, communication
and related Intellectual abilities.

How is dementia diagnosed
in people with intellectual
disalbilities?

There is no iest for dementia that can
be used for ageing people with ID who
are showing deterioration in function.
They face the same situation as ageing

people from the gensral population who
are suspacted of developing dementia.
Diagnosis requires the exclusion of
avery other possibility. Many of the
standard tests used on the general
popuation are Inappropriate for pecple
with ID, particularly for those with
severe deficits in intellectual function. it
is recommended that comprshansive
physical, medical, neurological,
radlological and laboratory studies be
combined with assessments of
cognitive functions. Dlagnosis of
dementia should be resarved untll after
the svaluation of a similarly
comprahensive follow-up examination
six to twelve months later. Only the
cbservation of significant changes
during this six to twelve month period
should be used for making a diagnosls
of possible or probable dementfa. Such
evaluations are necessary to rule out

‘conditions other than dementia and

reversible causes of dernentia,
Complete evaluations are the same as
for other peaple suspected of having
dementia. It is also important to discuss
the individual's symptormns with
members of his or her famlly or others
who are in regular contact with them.
Detailed guidelines are avallable from
the American Association on Mentai
Retardation (AAMR) at
wwwi.aarmr.org/Reading_Room. These
guidelines have been adopted by the
AAMR and the International Association
for the Scientific Study of Intellectual
Disabilities (ASSID).

What services do individuais
affected by dementia heed?

People with ID who are diagnosed with
dementla can continue to live in the
commurity if the right support and
assistance are provided. A resource list
is available at wwwi.uic.eduw/orgs/
rricamt/dbiblio.htmn. Some service
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providers have affectlve speclalist
teams that set up individually tailored
care services. They also provide
essential home care. Since people with
ID affected by dementla may not be
able to contlnue to live on their own,
‘dementia capable’ housing and
support need to be provided. Use of
daycare (or day activity services) is
recommended to maintain quality of life
and adequate supanvision. Home
services can reduce the need for, and
delay the time of, admission to
expensive nursing facilitlies or other
intensive care institutions.

Principles that should guide
the care decisions of people
with 1D and dementlia

The main principle guiding decislon-
making should be that services should
be aimed at meeting the individual
needs of each person. This principle is
summarised in the congspt of *pearson-
centered planning’ which has been
widely promoted as an effective
frarmnework for service delivery. The
focus is on making declsions based on
the individual strengths, capabilities,
skills, and wishes of each person. The
individual's famity, relatives and closest
friends should be engaged with the
person in all decisions with the aim of
haiping the person remain in his or her
chosen home and community. The
Edinburgh Principles were devaloped
with these goals in mincd. The
principles, available at
www.alz.co.uk/edinburghprinciples,
have been adopted by the |ASSID
(www.iassld.org) and circulated by
Alzhsimer's Disease International.

Resouwrces

I_!ooklets

Jenteki, M.P. (1995). Developmental Disabilittes and
Alzfielmer’s Disease: What You Should Know. The Arc
of the United Siates. 48pp

A booklet covering some of the fundamentals
concerning adults with Infellectual disabilties and
Aizhelmar's dissase, including what Is Alzheimer’s
disaasg, its course and vitcoms, dlagnostic
suggestions, tare consideralions, and how to obtain
assistance. Contalng resource list and glossary.
Avaltable from: The Are of the Untted States, 1010
Wayne Avenue, Sufte 650, Sliver Spring, MD 20910
USA. hitp://209.183.228.233

Karr, D. & innes, M. (nd). What is Dementia? - 4
booklet about demenlia for adults who have a leaming
disablity. 16pp.

This hooklet is designed to explaln dementia and its
nuances 1o people with intellectual disabllitles (termed
“learning disabiltles” in Scotland). Using drawings
and easy language, This bookiat covers many of e
sympioms and behaviours classiselly assoglated with
Alzhelmer’s disease.

Available from: Down’s Syndrome Scotiand, 158/160
Balgreen Road, Edintburgh, Scotland EH11 3AU
wiww.dsscoltand.orguk, A downloadable version Is
avallable at wwwaulc.edu/orgs/rmicamr/dementia
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Wilsy-Liss.
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Practice guldelines for the clinical assessment and
tare management of Alzhalmer's diseask and other
dementias among adutts with intellactual disabliidy.
Jotirnal of intelfaciual Dlsablity Rasearch 40, 374-
382, Also avaitable from the Amsrican Association on
Mental Retardetion www.aamr.org/Reading_Room

Kerr, D. (1997). Down’s Syndrome and Dementla,
Birmingham, LIK: Venturs Press

Internet

Dementiz and intellectuel disabilitles-refated
resources and technical Information are avaliable at
the University of lllnols at Chicago’s webstie at
www.iic.edu/orgs/ricamr/dementia

Damentia and Inteltectual disabilities-related
discusslon geoup is available at
hitp:/fgroups.yahoo.com/group/Dementia-1Dlistsery

Videos/CD-ROMs

Damentia and Peopla with intellectual Disablifties —
What Carn We Do?

An instrectional vidao which covers the baslcs of how
dementia affects adults with intellectunl disabiiities,
and provides informatien on diagnastics and
suggsstions on providing supports and services in
commenity care settings. Avallable in VHS and CD-
ROM formats.

Avaltable from: New York State Developnentat
Disatilities Planning Councll, 155 Washington Avenue,
Albany, New York 12222 USA —www.ddpe.stateny.us
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